Stoma care provision in Ireland varies from hospital to hospital. There are approximately 27 stoma care nurses (SCNs) employed by the Heath Service Executive (HSE), with most adhering to the ISCCNA standards of care (2009) . There are no sponsored SCN posts; however, many smaller hospitals use a company SCN to fill this role. Most community follow up is carried out by the 18 company SCNs, and the qualifications and experience of these nurses can vary.
Rather than using research from the UK or the USA, the author wanted to understand how ostomates in Ireland felt about their life and what issues, if any, they were experiencing.
Method Survey design
The survey was designed as a questionnaire with 16 questions related to general demographics and 20 questions specifically concerning the ostomate's adjustment to having a stoma. The final 43 questions were taken from the Modified City of Hope QoL ostomy questionnaire (Grant et al, 2004) . This was chosen as it was readily available and had a validated scoring system. Questions relate to physical, psychological, social and spiritual wellbeing.
Ethical approval was granted by the ethics committee at Naas General Hospital, using the national guidelines (HSE, 2011) .
Subjects and setting
The 494 members of the Ileostomy Association (IA) in Ireland, all of whom have stomas, were posted the reviewed questionnaire by the association's secretary. No urostomy association or colostomy association was active in Ireland at the time of writing. A further 101 ostomates were sent the questionnaire by five participating SCNs; two of these were HSE staff and three were from Hollister. These patients were chosen by SCNs who were aware that IA members had already received them; it is possible but very unlikely that a few people received the questionnaire more than once.
Of all the respondents, 39.5% (101) were men and 60.5% (155) women. IA members are predominantly people with ileostomies, and they accounted for 77% (197) of respondents. A total of 20% (53) had colostomies and 1% (3) urostomies, with a further 1% either not knowing or not answering that question. The numbers are broken down in Figure 1 .
A diagnosis of cancer was the reason for stoma formation in 22% (55) of those who replied and 51% (129) said that their surgery was due to inflammatory bowel disease. Most of the stomas-92% (233)-were perceived as permanent. The length of time people had had their stomas ranged from a few months to over 50 years, with the average time being 15 years. Respondents were aged from 18 to 91 years with a mean age of 61.
The author works as a SCN and territory manager with Hollister and has a declared interest in the importance of community follow up. She carried out this research in her own time. Five of the questionnaires were sent to ostomates directly by the author and, although these were anonymously returned, this may have influenced the results from these people.
Reliability
The interim reliability of the data was assessed (Crohnbach's alpha) on three subsets of the data; wellbeing; social interference; and fulfilment. Crohnbach's alpha was 0.881, 0.866 and 0.787 respectively.
General questions
The survey asked participants basic questions concerning how having a stoma had affected their lives.
Of those who responded, more than half of respondents (54% ) said they had changed their style of clothing since having their stoma while 46% had not; eight people did not answer. Similarly, 55% had adjusted their diet and 45% had not; one person did not answer ( Table 1) .
A total of 27.6% (69) avoided eating vegetables, 32% (80) did not eat fruit and 49.6% (125) avoided fizzy drinks.
More than half of respondents 59% (146) belonged to a stoma support group, while 41% (102) did not.
Community stoma care
Only 54% (137) of respondents said they had been seen by an SCN at home, leaving 46% (117) who had not. Two people did not answer. Participants were not asked whether they had received follow up at hospital.
Of those seen at home by a community SCN, 95% (127) found this quite or very helpful (Figure 2) .
When asked how long it took to feel comfortable with their stoma care, of those who answered, 45% (114) of people said it took over 6 months with 6% (16) stating that they have never felt comfortable with their stoma care (Figure 3) . 
No answer
Were you sexually active before having stoma?
77 (186) 18 (44) 5 (13) 13 Have you resumed sexual activity since stoma 59 (138) 30 (70) 11 (26) 22 Do you have problems getting or maintaining an erection?
53 (49) 42 (39) 5 (5) 8 Percentages are calculated based on those who answered only 
25% (64) 19% (48) 41% (106) Moderately depressed
Highly or serverly depressed
Minimal to no depression 70%
24% (60) 6% (15) Participants were asked whether they had felt depressed in the first 6 months after having their stoma. Fewer than 4% (10) of those who answered said they had felt suicidal because of their stoma. Over 96% (241) said they had not, although 25% (64) had felt somewhat depressed, 19% (48) said seldom and 15% (38) said very depressed 41% and (106) said not depressed. (Figure 4 ). These figures exclude the five people did not answer this questions.
Participants were also asked how depressed they felt at the time of responding to the survey ( Figure 5 ).
Sexual activity
The ostomates were asked if they were sexually active before and since having their stoma ( Table 2) .
Of the 138 people who said that they had resumed sexual activity, 81% (110) said it was satisfying, 16% (21) said it was not and 3% (4) answered 'not applicable'. Three people did not respond.
They were asked later if having a stoma interfered with their ability to be intimate, Figure 6 details the responses. A total of 21 people did not answer the questions.
More than half (53%) of the 101 men surveyed said they experienced problems getting or maintaining an erection; 42% reported they did not ( Table 2) . Participants were not asked if there had there been a change since having the stoma.
Physical issues
A majority of participants experienced minor or no problems with the skin surrounding the stoma; however, move than one third experienced moderate to severe problems ( Figure 7 ). These figures were broadly similar for problems with leaking from the pouch (Figure 8 ). More participants reported problems with wind/gas; while 49% reported no or minor problems, 35% said this was a moderate problem and 15% said this was severe ( Figure 9 ).
Overall quality of life
When asked specifically how they rated their own QoL, the majority (69%, 177 respondents) said it was good to excellent, with 25% (63) saying it was moderately good and 6% (15) saying it was poor (Figure 10) . One person did not answer.
Discussion
These results are a snapshot only of how people with a stoma felt at the time of answering the questions. It is important to realise that many of the respondents are members of the IA and have had their stoma for a several years, which may positively affect how they remember their ability to cope both physically and emotionally with their stoma.
The few QoL studies available are not based on the same set of criteria, such as types and reason for stoma, which makes it difficult to compare them directly and even more difficult to compare them to the population at large. However, these results are in keeping with Nichols' (2015) findings in a much larger study of ostomates in the USA, which found that people with a stoma have a similar QoL to those in the general population.
with a new stoma but also cut costs to the health service through reducing readmissions, GP visits, and outpatient appointments and through a decreased waste of products (Davenport, 2014) .
The effectiveness of hospital follow up was not part of this (165) 26% (63) 9% (23) When split into the four domains of physical, psychological, social and spiritual wellbeing, the answers were analysed and found to be consistent with other studies, albeit a limited number of them (Gemmill et al, 2010; Maydick, 2014) . This would indicate that the QoL of people in Ireland with a stoma is within the normal limits.
It is interesting to see that much of the information on diet given to patients with a stoma suggests that most people can return to eating a normal diet, with an awareness that different foods have effects on their output (Burch, 2008) , this includes company leaflets e.g. Hollister (2011 ), Salts Healthcare (2016 . However, these Irish QoL survey results show that the majority made changes to their diet. Shorter hospital stays, patients being told a lot information in a short space of time, the lack of availability of dietitians and the need for reiteration of information once at home may all affect how people view their diet. With more than 27% of people stating they avoided eating vegetables and 32% not eating fruit, there could be effects on ostomates' health as the NHS Live Well campaign recommends that people should eat at least five portions of fruit and vegetables a day to reduce the risk of conditions such as heart disease, stroke and certain cancers (Department of Health, 2003) .
Similarly, many of the leaflets SCNs give their patients (for example, SecuriCare Medical (2016)) suggest that an ostomate should be able to continue wearing their own clothing, with perhaps only slight changes if at all (Porrett, 2005) . The results of this survey show that a majority of people have had to change the style of their clothes and concur with Claessens et al (2015) , who found that 57% of participants in their study limited their choice of clothing.
The results show that 46% of people were not followed up at home by a SCN, although 95% of those who received this follow up found it helpful. The respondents to this survey have had their stoma on average for 15 years. However, today, many people are discharged home from hospital in a shorter postoperative time. Initiatives such as enhanced recovery mean people have less time in hospital to come to terms with having a new stoma. As Williams (2007) suggested, the reduced time spent with the hospital SCN is often concerned with getting the patient to manage their stoma care and, as a result, they may have less time to educate patients on the prevention of stoma complications. In addition, as Black (2009) pointed out, it is often when a new ostomate is at home that the full impact of having a stoma is realised. This is supported by Marquis et al (2003) , who felt that support in the initial weeks following discharge is critical to patients achieving a good QoL. Porrett (2005) recommended that people are seen at home within the first 48 hours to a week after discharge home to assess how well they are dealing with their new stoma and to act promptly on any potential problems. It has also been suggested that routine home visits, rather than a problem-focused approach, can prevent significant stoma-related morbidity by identifying problems ostomates do not realise they have (Johnson, 2012) , Davenport (2014) expanded on this, suggesting the use of a structured home support system, which would be enhanced if patients were reviewed again at 3 and 6 months after surgery. This home support has been shown to not only benefit people study; at present, there are no national guidelines on outpatient follow up of people with a stoma.
The HSE (2016) states that one in four women will require treatment for depression at some point, compared with one in ten men. The results of this survey show that 29% of respondents feel they are moderately to severely depressed. This is higher than the national average of 11% (HSE, 2007) , and above the figures found by Wade (1990) 25 years ago that 20% of people with a stoma had psychological problems. This may be as a result of the continuing stigma regarding mental health in that people are reluctant to come forward to the medical profession with their concerns but feel able to reply to an anonymous survey more easily. The role of the community SCN has been shown to play an important role in reducing ostomates' psychological and social problems (Addis, 2003) ; however, in this study, the results for those seen at home versus those not were not differentiated.
Only 58% of those who responded said that they belonged to a support group, even though 83% of all questionnaires were sent to IA members. This may be because the IA is more active in some parts of the country than in others. Whereas some areas have group IA meetings, for others the IA in Ireland may be seen as more of a helpline and a way of getting information through the journal and the biannual national conference. More than half (65%) of respondents said they had had the opportunity to talk with someone else who had a stoma. A comments page was included at the end of the survey so people could add anything they wanted to say and more than a quarter of those who replied left comments, many very detailed and many very positive. This demonstrates that people are more than willing to talk about their experiences and may need an outlet to do so. This reinforces the findings of Danielson et al (2012) , who found that people with stomas wanted to get together to learn and to aid self-empowerment. This is similar to the findings Cross et al (2010) who suggested that:
'Support groups seek to offer an environment that instils hope, promotes understanding and enables acceptance … advice from peers is valuable and may be more readily accepted than counselling from health care professionals who typically have not lived with the disorder faced by the patient. ' 
Cross et al, 2010: 393
This study shows a higher rate of sexual dysfunction than in the general population in that over half of the men who responded (56%) said they had issues with erectile dysfunction (ED); 186 people (77%) said they were sexually active before getting a stoma and 44 (18%) said they were not. Of those who answered, 70 (30%) had not resumed sexual activity since having their stoma formed ( Table 2) . Of the 138 people who had, 110 (81%) said that their sexual activity was satisfying, 21 (16%) said it was not. This is also higher than it was in a similar study, made up of higher number of people with a colostomy, which showed 40% of men had ED (Anaraki et al, 2012) . The National Medicines Information Centre (2007) defined ED as the consistent inability to attain or maintain penile erection for satisfactory sexual intercourse and suggested that one in ten Irish men experience the condition. The prevalence in the general population increases with age to 18% of men aged 50-59 and to 38% of men aged 60-69. The mean age of men in this study was 66. Many health factors can be involved in ED, including diabetes and heart disease, and it has been suggested that sexual function can be worse for those who have had a stoma formed owing to colorectal cancer than those who have stomas formed for other reasons (Reese et al, 2014) . While it is known that surgery such as an abdominoperineal excision of the rectum and treatment with radiation can cause nerve damage, only 21 of the 101 men who responded gave a diagnosis of cancer as the reason for their surgery.
Problems with peristomal skin have been well documented, with Notter and Chalmers (2012) stating that almost two thirds of people have skin soreness or damage. This Irish QoL is in keeping with this, finding 34% of respondents have moderate to severe skin problems and 34% have moderate to severe issues with leakage. This is of concern, as most of the ostomates in the study have had their stomas for a long time. It is difficult to know why so many people have ongoing problems and do (124) 35% (89) 15% ( not contact an SCN. This may be owing to several reasons; for example, as many have had their stoma for a long time, they may not be aware of the availability of SCNs or they perceive these issues to be a normal part of life with a stoma. A further issue that arose from undertaking the study was that there is no national ethics committee in Ireland for non-clinical research. However, many hospitals use the same forms and criteria. This is under review, with the Health Information and Quality Authority (2012) stating there 'is a need for standardisation and a single application process' for such research. The author feels this may have been a contributing factor as to why some HSE SCNs felt unable to facilitate the study and may have limited the access to a wider range of ostomates for the research.
Conclusion
The study showed that, although most people felt they have a good quality of life, it took 45% of people over 6 months to come to terms with their stoma care. It also highlighted the well-documented and ongoing issues people with a stoma have concerning their skin, leakages and odour. Community follow up varies; only just over half of those asked were visited at home by a community SCN although 95% of those found it helpful. Home stoma care nursing has been proven to be cost effective for the health service, beneficial to the ostomate and best nursing practice.
The survey found that the overall quality of life of people in Ireland with a stoma is within normal limits; however, the mental health of Irish ostomates appears to be poorer than the national average. Respondents to this questionnaire desired to talk about their experiences and could benefit from more opportunities to talk to other people with a stoma, such as those in self-help groups. Regular follow up by SCNs may also give ostomates opportunities to discuss their life with a stoma.
Although most of the information leaflets given to patients suggest ostomates should not have to make too many adjustments to what they wear, the results of this survey showed that most people have made changes to their style of clothing. Also, many of the leaflets SCNs give their patients suggest that most people with a stoma should be able to go back to eating their normal diet, yet the results of the survey demonstrate that most people have had to make changes their diet. Because the majority of ostomates questioned have had to make changes to their diet and clothing, this should be reflected in the information and literature they are given.
With regards to sexual activity, ED was found to be a problem in 56% of the men questioned, a higher number than anticipated given the national statistics. Further research into the causes and treatment of this is required and into potential sexual issues for women.
A system of national statistics and a national ethical approval system would have been beneficial for this research. However, the findings still have implications for the care and information SCNs give their patients. The results show that people in Ireland with a stoma have continuing leakages and peristomal skin issues. This, together with their poorer mental health, highlights the need for routine, regular, ongoing follow ups of ostomates by SCNs. 
